
Patient registry
coordination

Vivien Vass

Patient Registry Coordinator

Project preparation and data collection

Centre for Translational Medicine

Mária Földi

Patient Registry Coordinator

Data analysis and report

Centre for Translational Medicine

Pécs, 2020.10.12.



What does the registry coordinator do?
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• Support project conduct, logistics, and track project status

• Develop and maintain relationships with external physicians and

scientists, study sites/research institutions to initiate and facilitate

projects.

• Monitor data collection

• Maintain policies and procedures (SOPs) related to clinical registries and 

studies, which guarantee high quality and efficient operation

• Support publication and improve quality



1. Question & answers

Launch a new registry



2. Case Report Form (CRF)

3. Ethical approval

4. eCRF (electronic case report form)



5. User’s guide

6. Local training to data managers

7. Organize patient involvement locally



1. Data 

recording

3. Recruitment

of new centers

2. Quality

assurance

Data collection



Professional 

consultation Data retriaval

Registry data retrieval



Data cleaning Analysis plan

Basic description

and exploratory

analyses

Manuscript writing

Data analysis



Gastroenterology

• Pancreas Registry

• ERCP Registry

• Celiac Disease Registry

• NAFLD Registry

• Wilson’s Disease Registry

• Achalasia Registry

• IBD Registry

• Esophageal Cancer Registry

• Cystic Fibrosis Related Pancreatic Disorders Registry

• Gastrointestinal Bleeding Registry

• Decompensated Liver Research and IT System Registry

• Pancreatic Cystic Neoplasms Registry

Cardiology

• Cardiomyopathy Registry

• Acute Heart Failure Registry

• Registry for Atrial Fibrillation and Flutter Patients

• QT Registry, Understanding the characteristics of QT-

variability and cardiovascular autonomic neuropathy in 

diabetes

Endocrinology

• Acromegaly Registry

• Chest Neuroendocrine Tumor Registry

Traumatology

• SupraCondylaer Humerus Fracture Registry

Infectology

• COVID-19 Registry

Ongoing registries



Registries in progress

with ethical approval

Gastroenterology

• Autoimmune Liver Disease Registry

• Walled-off Pancreas Necrosis Registry

Dentistry, Oral and Maxillofacial Surgery

• Registry of Oral Potentially Malignant

Disorders

• Cleft Lip and Palate Registry

Otorhinolaryngology

• Sudden Sensorineural Hearing Loss Registry



Registries in progress

without ethical approval

Gastroenterology

• APPLE-F (Analysis of Pediatric Pancreatitis Follow-up)

• Polyposis Registry

• PEG Registry

Cardiology

• Reconstruction based on Coronary Registry with the use of 3D 

modeling

• Reperfusion and Arrhythmia Registry

• CTO Registry, Morphological Assessment and Reopening of 

coronary Vessels in CTO

Neurology

• Muscular Dystrophy Registry

• NMOSD-MOGAD Registry, Neuromyelitis Optica

spectrum disorder and Mog Antibody Disease

Hematology

• Multiple myeloma registry

Dentistry, Oral and Maxillofacial Surgery

• Temporomandibular Disorders Registry

Otorhinolaryngology

• HPV associated head and neck squamous cell 

carcinoma

Endocrinology

• Graves-Basedow Disease Registry

Immunology-rheumatology

• Systemic sclerosis associated interstitial 

pneumonitis registry

• HUNOS Registry HUNgarian adult Onset 

Still’s disease registry

• HUNTER Registry, HUNgarian enTERopathic

arthritis registry

• HURA Registry, Hungarian Rheumatoid

Arthritis registry

• Neuropsychiatric lupus registry

Infectology

• Clostridioides difficile Registry



TRANSLATIONAL MEDICINE

taking discoveries to patients’ benefit

Thank you for your attention!
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The decision about the registry, 

aims and international research

Klementina Ocskay

Pécs, Hungary



A patient registry is an organized system that uses

observational study methods to collect uniform data (clinical

and other) to evaluate specified outcomes for a population

defined by a particular disease, condition, or exposure, and

that serves a predetermined scientific, clinical, or policy

purpose(s).

Gliklich RE, Dreyer NA: Registries for Evaluating Patient Registries: A User’s Guide: AHRQ publication No. 07-EHC001. Rockville, MD. April 2007 

Definition



Clinical improvement cycle



Uses

The registry is SUITABLE for analyzing
 epidemiology

 risk factors

 course of the disease

 associations

The registry is SUITABLE for 
 establishing protocols

 calculating sample size for clinical trials

The registry is NOT SUITABLE for discovering
 causality

 differences between therapies or interventions



Strengths and limitations

Galluccio F et al. Registries in systemic sclerosis: a worldwide experience. Rheumatology (Oxford). 2011 Jan;50(1):60-8.



 Providing data fo researchers

 Demographic of patients – trends, influencing factors?

 Current treatment landscape – areas of concern and progress

 Preparing clinical trials – e.g. sample size calculation

 Connecting physicians

 Data-driven care

Benefits



 Internal vs external validity

 Missing data

 Bias and confoundig factors

 Design is not suitable to test hypothesis

 Only associations can be drawn

Pitfalls



Evidence from registries



 What is/are your/our aim(s)? 

 Is registry the best way to acheive it/them?

 Registries in this field? (International or national?)

 EBM guidelines, position papers

 Cohort analyses

 Is it an acute or chronic registry?

First steps



Structure



Shared data structure



Biobank



'TAKE HOME MESSAGE'
1. Be sure that establishing a registry is the best way to answer

your questions and reach your scientific goals

2. Incorporate the knowledge and experience of international
registries

3. Be aware of the benefits and pitfalls of your registry

4. Build up a disease specific biobank (if feasible)

TRANSLATIONAL MEDICINE
taking discoveries for patients benefits
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PRACTICE:

Registry Article Overview

Bálint Erőss

Pécs, Hungary
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6 Question

6 Answers

Each group presents 1 Answer
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1. What is the objective/hypothesis of the study?

2. Why is the question raised important (so what???)?

3. What are the major data sources? Can you judge how reliable they are?

4. What are the eligibility criteria? Would you add extra criteria or subtract any of 

them?

5. Why did use standardized incidence instead of raw incidence?

6. How long is the observation period? Does it impose any form of bias?
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Thank you for your participation!


